Objective: To explore the meaning of being a family caregiver for a relative with advanced heart failure (HF) in their own home, and to gain an understanding of how dignity is upheld in family caregiving contexts. Method: We used a phenomenologicalhermeneutical method inspired by the Ricoeurian philosophy. Portuguese caregivers for relatives with advanced HF participated in two reflective interviews over a fourmonth period. Results: The ten family caregivers enrolled in this study included two daughters and eight spouses with a mean age of 70 years. We identified two main themes: (1) Struggle between inner force and sense of duty; (2) Struggle between feelings of burden and security. Final considerations: People with HF have debilitating symptoms associated with psychological stress, which can burden both them and their family caregivers. Findings support that family caregivers require participation in the planning and execution of their relative's health care.
INTRODUCTION
Approximately 26 million people live with heart failure (HF) worldwide (1) . Braunwald (2) estimates a prevalence as high as 38 million people. In developed countries, the prevalence of HF among the adult population is approximately 1% -2%, reaching ≥ 10% among people 70 years of age or older, a value estimated to increase to between 50% and 75% by the year 2030 (3) .
The overall estimated prevalence of HF in Portugal was 4.4%, with prevalence varying between 1.36% among the ages of 25 to 50 and 16% above the age of 80 (4) . Multimorbidity in HF is a growing concern in older people who may experience multiple symptoms of several conditions coupled with increasing vulnerability and frailty (5) . HF is a common cause of hospitalization in people ≥65 years old (6) .
Experiencing a chronic illness has devastating psychological, physical, and social consequences on individuals and their families. Previous studies showed that people with chronic illness experience loss of self because they are living a limited and uncertain life (7) .
The majority of older people with HF depend upon others for essential household tasks, such as meal preparation, shopping, and managing money (8) (9) . The transition to dependency is often combined with a fear of being a burden to others. Having a cardiovascular disease such as HF requires those involved to adjust to the new situation and find solutions to the many and diverse challenges of the relative's new living conditions (10) . Family caregiving includes the provision of physical, cognitive, and emotional support and care during the often unpredictable trajectory of HF, with its periods of constancy interrupted by exacerbations and erratic acute hospitalizations (11) (12) . The family caregivers most often described in the literature are spouses, but they may also be children, siblings, or friends of the patient (13) .
Family caregivers identify deterioration in the health status of their relative and assess the severity of the illness and whether there is a need for emergency help (10, 14) . Caregivers have an important role in strengthening their relative's adherence to complicated medical treatment, encouraging self-care behaviors, and in maintaining a healthy lifestyle (14) .
Nevertheless, there is a need to recognize the challenges HF poses to the family caregiver's health and well-being, the family functioning, and the relationships within the family (15) . There is a vast amount of literature concerning the situation and role of a caregiver for a relative with HF, with most focusing on the strenuous and negative aspects of caregiving (12) . Furthermore, persons with HF expect dignified care, but the threat of illness challenges dignity as it results in caring needs and the risk of not being seen as individual persons. In order to protect a sense of dignity, individuals need to be valued and appreciated for who they are. To this end, informal caregivers must encourage the individual's identity and show interest in understanding the person's unique individuality, value, and perception in particular contexts (16) . The final goal of caregiving is to bring the human being back to his or her mission in life, which can be described as an ethical requirement (17) (18) . Family caregivers preserve their relative's dignity when they have the courage to be present, allow themselves to be touched by the care recipient's stories, and recognize their unspoken needs and wishes. This perspective fosters a sense of dignity that grows from a caring and affirmative relationship, which makes the caregivers able to view themselves from a new perspective (19) . Family caregiving can undoubtedly be rewarding and satisfying as it represents an opportunity for increased intimacy and connection with the sick person.
Given the impact of family caregiving in HF, having a good life in this problematical situation is influenced by how the needs of caregivers and relatives are satisfied. Few studies have investigated the lived experience from the perspective of family caregivers of HF sufferers, and none were conducted in Portugal.
OBJECTIVE
The current study is part of a larger project that aims to capture the meaning of living with advanced HF from the viewpoint of patients, nurses, and family caregivers. Thus, this study aims to explore the meaning of being a family caregiver for a relative with advanced HF in their own home and to gain an understanding of how dignity is upheld in family caregiving contexts.
METHOD

Ethical concerns
The committee for medical research ethics approved this study (P29-05/2015). The information about the study's purpose, confidentiality, anonymity, and publication was provided both orally and in writing. All participants signed an informed consent form and were informed they could withdraw from the study at any time, without any reason, and with no consequences.
Type of study and theoretical-methodological framework
This study employs a phenomenological hermeneutical method inspired by Paul Ricoeur (20) . The method has been intended "to help achieve an insight into the meaning of the interviewee's lived experiences" (21) . Sharing one's own narrative and listening to that of others fosters a better understanding of how oneself and others perceive reality. Being able to narrate one's lived experiences is a manner of finding sense in one's life, understanding oneself, and shaping one's identity (22) .
According to the philosophy of hermeneutics, we always interpret the world in the light of our preunderstanding. With a hermeneutic approach, knowledge building may be seen as a circle where new knowledge fuses with previous knowledge (23) . Preunderstandings influence both the interview guidelines and the interviews conducted by the researchers. Our preunderstandings in this study are based on different experiences of caring for older people, clinical nursing and research, as well as earlier theories and research about dignity.
Data source
Ten caregivers for relatives with advanced HF, as classified by the New York Heart Association functional class III or IV (24) , were purposively at one urban hospital in the central region of Portugal.
All family caregivers accessible when data was collected were asked to participate and given written information about the study. The inclusion criteria were: a) at least six months experience as caregivers; b) ability to speak and understand the Portuguese language; and c) willingness to participate in the study.
Collection and organization of data
Each caregiver participated in two reflective and face-to-face interviews over a four-month period (between June 2015 and May 2016). All interviews were conducted by the first author and carried out at the participant's home.
In total there were twenty interviews. The interview schedule was constructed by the research team based on the literature on HF and family caregiving (9, 11) . We used open-ended questions to encourage narrative replies (21) . We used an inductive approach and asked the family caregivers to freely describe and reflect upon different caregiving situations: their experiences as caregivers and how it affected their relationship with their relative with HF and life in general; their needs and how these could best be met; and lastly how the concept of dignity can affect one´s day-to-day practice.
The participants responded with insights regarding the themes based on their own life experiences and reflections. We also conducted probes and asked follow-up questions, such as: 'So what I hear you saying is…' or 'Could you please tell me more about…' The interviews lasted 45-60 minutes and were tape-recorded and transcribed verbatim, including nonverbal communication indications of crying, silences, emphasis, etc.
Data analysis
We imported the transcribed material into the QSR NVivo10 software program for management purposes (25) . The first author transcribed the interviews verbatim and, when reading and rereading each interview as a whole, noted the themes that arose. Additionally, the second and third authors supervised the entire research process, validating the results by reading the transcribed interviews and accompanying the interpretation process. We discussed results and interpretation until we reached a consensus.
We performed the data analysis using a qualitative method appropriate to the "phenomenological-hermeneutic approach of Paul Ricoeur's interpretation theory" (26) . First, a naïve understanding of the text is presented, the text is divided into meaning units, and those meaning units are then condensed into both subthemes and themes. After this process of analysis, the entire text is read through to validate the naïve understanding and meaning units, and, if necessary, these are adjusted. Lastly, a comprehensive understanding is formulated. The process of interpreting the text can be described as a hermeneutic circle or hermeneutic spiral. By alternating between the parts of the text and the whole, a new understanding arises, and the essential meanings need to be revealed and interpreted throughout the text (26) .
The concerns with decisions made by the researchers were recorded and explained during all stages of the analysis (27) . As a research team, the project members read the data material as a text, discussed it, and gave suggestions for preliminary interpretations. Researcher preconceptions and assumptions were controlled, to some degree, by bracketing and continuous discussions within the research group. Thus, researcher triangulation increased the validity of interpretations.
To increase conformability, we tried to describe the analysis process as clearly as possible and use quotations to ground findings upon the data. The same interview guide was used for all interviews, enhancing dependability, and a single researcher performed all interviews. In addition, theme descriptions were presented to some participants for member checking.
RESULTS
The participants consisted of eight spouses and two daughters. The spouses were cohabiting with the person with HF, whereas the daughters were not. Caregivers were between 50 and 85 years old (mean=70 years old) and had 6 months to 2 years caregiving experience at the time of data collection (see Chart 1). This sample was relatively homogenous with respect to socioeconomic status (they could all be considered middle class) and ethnic background (all were of European descent). 
Naïve reading
We read and re-read all the interview transcriptions many times to add an idea of overall content (26) . Afterward, we formulated the following assumptions about the meaning of the text: to provide care for a close relative with advanced HF implies: living a burdensome everyday life, living with the fear of lacking the strength to assist the relative as much as one desires, or that the family member may abruptly die. To be a family caregiver means a mixture of feelings of uncertainty and vulnerability. It means experiencing security in spite of the illness and focusing on other resources that make life easier. Support by healthcare staff seems to alleviate the burden, mainly by assisting the person with advanced HF and encouraging a normal life at home.
Structural analysis
The two themes, each with two subthemes, revealed by the data are summarized in Chart 2. Themes and subthemes are described in detail and supported with quotes.
They spoke about their relative's uniqueness and deserving of care as an expression of love. P7 was short but emphatic: Caregiving was seen as a natural evolution of aging. There was a sense of teamwork in the role as both partners were developing various health issues as a part of aging:
We help each other with the meds, we get our monthly or twoweekly box out, and she does hers, and I do mine. (P1)
Providing better care while protecting oneself. This subtheme describes how family caregivers examine their performance in the caregiving role. Family caregivers tried to maintain a sense of inner force while answering the call for caregiving, and they questioned themselves when they felt they'd acted poorly in a caregiving situation. They derived pride from learning skills needed to become better caregivers, and they worried about their own health and how it might be limiting their capacity to act.
P7 prided herself on her appearance and continued sharp intellect at age 85: 
Theme 1: Struggle between inner force and sense of duty
This theme was formulated based on the family caregivers' perceptions and experiences about caregiving as a human duty. Caregiving is viewed as a part of natural aging in the context of chronic illness. However, for some, it was an unexpected or even intrusive element in their lives. As such, they struggled with setting boundaries on the caregiver's role to preserve their own selfidentity. We constructed the theme from the following subthemes.
The ethical basis for caregiving: utility or duty. Some participants accepted the role of caregiver because of feelings of love, reciprocity and, in one case, possibly some utilitarianism.
We take care of each other. It doesn't always happen, but it's supposed to. I think it's what people want to do. (P3)
P6 thought what people feel about this human obligation might be changing:
I was brought up in an age when you took care of the person, not like it is now. (P6)
And P1 elaborated on abdicating the family caregiver's duty:
A lot of people, they'll take their family member to a nursing home and never come back and see them. (P1) Participants felt lower self-esteem when they believed they failed in their caregiving. P4 had arthritis and was newly diagnosed with diabetes, but she hoped it would not affect her caregiving:
So that should behave itself! I hope! (P4)
She said the only negative health effect of caregiving was that she "was tired a lot. " P7 felt guilty for moments of anger:
I get angry at him, yes. Then I just leave the room and do something else. Pretty soon, it's gone. But I do get angry at myself for being angry. I do. 'Why did you do that?' I question myself. (P7)
Theme 2: Struggle between feelings of burden and security
The participants spoke of new responsibilities in their everyday life that challenged established roles in the relationship and were described as arduous but were also perceived as a means for personal development. The theme 'Struggle between feelings of burden and security' was formed from the subthemes Feeling captive in illness and Preserving dignity.
Feeling captive in illness. The family caregivers were responsible for medication regimens, all homecare, and for comforting and encouraging their relative. They lived an ever-present uncertainty caused by the unpredictable course of HF. In the event of sudden deterioration, the participants wanted to be physically present, which restricted their possibilities to travel and engage in personal activities outside of the home. Particularly difficult for the participants was witnessing their relative's gradual decline and the lack of good days.
All family caregivers felt that the stress of caregiving affected their own health, and therefore impaired their capacity to act. P10 admitted experiencing depression and loss of confidence and hope: The family caregivers experienced increased vulnerability when confronted with situations in which they caused the relative's suffering. The narratives revealed that the participants want to be efficient and of use to themselves and others, but that their lack of strength led to feelings of being useless.
I want to be useful, you know, but I´m feeling tired. (P2)
I´m afraid that fatigue will overcome my capability to do what is expected. (P6)
Preserving dignity. From the viewpoint of some caregivers, a sense of responsibility in carrying out their duties enhances the dignity of their relatives with HF.
It's a great responsibility, very much so. I feel hesitant when I leave my spouse at home alone because a crisis could happen. (P3)
Family involvement in the health team and communication with respect are two important subjects for patient dignity. Participants confirmed that mutual respect in communication is one of their most significant wishes.
My husband and I don´t want anything apart from dignity and respect. (P8)
Home healthcare providers boosted self-esteem when they provided humor and a personal connection. P10 enjoyed the home healthcare team that came to the house for a few weeks:
She was a nurse. He and she just hit it off. She was always calling him dad. He'd say, 'you look tired, be careful driving home,' so she'd say, 'yes dad.' That helped, they were so good to him. (P10)
Being treated as people and having their emotions acknowledged by healthcare staff was supportive: Positive feedback from visiting nurses was empowering for P7, P9, and P10.
After he came home from the hospital, the visiting nurse stopped by to see him. That was good. Everything was well. She does that to be sure he's doing okay and getting the proper care. (P10) Healthcare staff relieved the family caregiver's emotional burden by offering support, presence, and competence in caring for the patient in times of crisis. That is what P7 needed and received from the nurses:
[They] are so kind. ' We're going to do everything we can to get him better; you just leave him in our care. We're going to make sure he gets well' , so it takes some of that burden off of you. (P7) P9 found friendship support in the most unlikely place at the hospital: once, when she was feeling particularly discouraged, the valet at the hospital 
DISCUSSION
In the last stage of the study, we analyzed the narratives as a whole, considering the findings from the naïve reading, the structural analysis, and authors´ preunderstanding (26) .
Demographics of this group of participants matched the general family caregiver population as described in the literature: mostly female and older people (11) .
Findings from this study provide philosophical underpinnings of duty, amity, capacity to act, and ethical motivation for much of what is known in the literature about HF caregiving so far. This study adds to current theory guiding HF care by giving voice to caregivers, who are instrumental in supporting their relatives in outpatient management of HF. The caregiving trajectory in HF parallels the course of the disease, a trajectory of gradual decline punctuated by acute, life-threatening exacerbations that can be treated aggressively, returning to a state of improved, equal, or slightly diminished function, and ending with a gradual decline. In accompanying the person with HF along their illness trajectory, family caregivers repeatedly confirm their suspicions of a change in health, challenge the change, and try to establish new normality, until they acknowledge that the end of life is near (12) .
Studies reveal "how caring for chronically ill family members at home influences various aspects of a caregiver's life". "These effects are physical, psychological and social and may include worsened physical health, impaired social and family life, and increased stress, anxiety and depression" (28) . The participants spoke of self-sacrifice and feelings of hopelessness and exhaustion, but also found ways to restore strength, to strengthen their motivation to care and to move forward with their lives. The participants were thankful for still having their family member by their side and perceived caregiving as a means of achieving increased intimacy and cohesion with one another. For the family caregivers, it was important that their relative did not take caregiving for granted, but instead valued and understood that HF also influenced the caregiver's life.
Reflecting on their own strengths and weaknesses, family caregivers described various sources of esteem as well as situations where they felt unsure intellectually, emotionally, and physically. They constantly assessed whether either themselves or the people with HF were lacking dignity or respect, and engaged in negotiations about fairness, courtesy, and the tension between protecting mutual sensibilities in daily activities and caregiving tasks. Such tension in the context of living with chronic illness was described by Delmar et al. (29) , from the perspective of people with HF, in terms of independence, self-responsibility, and selfcontrol in caregiver-care recipient relationships.
Caregivers would like to discriminate among therapeutic choices and approve decisions they believe to be in the patient's best interest (9) . That instigates a sense of pleasure and maintains the relative's dignity. Caregivers needed to preserve dignity and respect not only for the person with HF, but also for themselves, in intimate daily acts of physical care, treatment adherence, and symptom management, and also in seeking time and space of their own. On one study, family caregivers had only an unclear understanding of HF pathophysiology but were well informed about the effects of symptoms on their relatives (10) . They wanted to offer appropriate support and encouragement and needed to assess the care recipients' capacity daily (10) . Generally, these negotiations occurred within established interaction patterns and were complicated by the introduction of vulnerability, dependence, and burden into the relationship. Suffering is likely to decrease if the caregivers, and the family as a whole, live mainly within the current moment, even with the experience of severe illness, and accept "what is now" rather than emphasizing on the past or future and continuously challenging the present (30) .
The interactions with healthcare providers increased the family caregiver's perceived control in the caregiving situation. Family caregivers needed to have their experience and capacity to act validated and affirmed. They appreciated the health care professionals' forthrightness about the prognosis of their relative's HF, which could result in their relative's acceptance of more realistic expectations and plans. Social support was recognized as a protective factor during times of medical instability when more practical help and friendship support was desired by family caregivers (31) .
Study limitations
Consistent with the nature of the phenomenological inquiry, the sample size was small and homogeneous, consisting of mostly older white partners of spouses with HF. Participants were recruited from one hospital only and reflect the experience within a limited region of Portugal (central region). Information on the medical severity of the heart failure was not collected, and we did not uncover whether the family member´s experiences changed with the disease's severity. It is feasible that additional research approaches would reveal more knowledge about the care experiences in this population. In addition, this study was performed in Portugal, and the needs of family caregivers may diverge for individuals from other cultures.
Contributions to the field of nursing, health, or public policy
Participants described how symptoms' progress caused anxiety and left them unable to plan for the future. Living one day at a time was not a coping strategy, but a way of life forced upon them by being kept in the dark about the future. The caregiver's emotional turmoil and sense of burden should be assessed as an element of routine and ongoing care, and action should be taken to support them in their role (32) . Supported by previous research (9) , this study also argues that many caregivers are ready and able to use self-management resources but must be prepared with the required information and abilities, provided through proper communication with healthcare providers. Nursing practice in home care should guarantee that caregivers are prepared to sustain the management of HF and able to satisfy their own needs as they "adjust to becoming caregivers" (9) . That may be a challenge, as caregivers may conceal their feelings and responses because they experience an obligation to care. Caregivers entail individual, social, and formal strategies "to meet their needs and to care for a person with HF" (10) .
"Caregivers should be actively included in the treatment and the care planning decisions, as this can improve HF self-care, but also improve communication with the health care professional" (9) .
Several practical implications arise based on the viewpoint of family caregivers. As part of an ongoing process, staff needs to: discuss which overarching values are important for taking care of patient dignity; emphasize cooperation with family caregivers as an integral component of patient care protocols; and reduce the asymmetry in the relationship between patients and staff (33) . That will help develop dignified nursing practice.
A political agenda is also required to: stimulate monetary benefits, "career advancement", "geriatric education and training", and "long-term care policies to increase the geriatric care workforce"; and to strengthen Social Security by "valuing the labor of family caregivers who leave the workforce to provide full-time support and care for an ill family member" (34) .
We consider this qualitative study has significant implications for other chronic conditions for which more research is needed.
FINAL CONSIDERATIONS
This study is the first phenomenological exploration of the lived experience of being a caregiver to a relative with HF in Portugal. An explicit gain of employing a phenomenological approach to inquiry is we captured the experience from the first-person perspective. As a result, nurses and other health professionals are better able to assist family caregivers and apply interventions that are most significant to these individuals.
Understanding the experience of caregivers, their thoughts, feelings, and difficulties can lead to the development of coping strategies that alleviate their stress. Towards this purpose, one must recognize the importance of communication about shared illness experience, decision-making on how to react to the illness, and interpersonal relationship abilities in care actions.
